Interação com a criança com paralisia cerebral: comunicação e estigma La interacción con los niños con parálisis cerebral: comunicación y estigma resumen Objetivo: Este estudio objetivó entender cómo la comunicación entre la familia y el niño con parálisis cerebral se establece.
INTRODUCTION
Cerebral palsy is characterized by a set of cerebral disorders, with stationary character, arising from injuperiod or during the beginning of the life, which affects physical functioning, self-care activities, sociaCerebral injuries can limit, to different extents, the ability of oral, symbolic or linguistic production,or evof children with cerebral palsy have at least some oral/motor changethat impairs speech. Physical changthe jaw structure, lips and tongue, imply difficulties for articulating words 2 . Due to the fact that communication is a mode of interpersonal interaction, in which speech, languagmechanisms in social interaction 3 , the oral/motor changes influence the communication of children witemotion and feelings of those involved 4 . In order to express its concerns, the human being has two dimensions or modes of communication: the verbal communication (psycholinguistics), which requires the use of words and of the speech for transmission of messages, and the non-verbal communication (psychobiological), which consists of gestures and body and facial expressions. The latter plays a leading role in the situation under study, by representing 60% of the way of transmitting messages of individuals with cerebral palsy 5 . Such children communicate according to their cognitive, sensory and motor abilities. They can direct the gaze or a body part that has better control and issue sounds, thus establishing differentiated forms of communication 2 . From the conviviality with the affected child, the family learns and understands the communicational process and, as the interaction between child/family strengthens, communication becomes more effective.
Despite the complexity of this experience, the family core does not keep silent, conversely, believes and enhances the development of this interaction, by offering conditions for the child to interact not only with family members, but also with other segments of society, even with occurrences of an erroneous and biased perspective of the disease in several occasions 4 . Situations involving communication problems extrapolate the child/family relationship and the home environment, by passing through questions relating to the care, as well as the relationship of the family core/child with health care professionals. These professionals have the capacity to meet the need for information and access to services, but the literature indicates that this relationship is ineffective, besides being emotionally poor. Accordingly, the family finds it difficult to obtain information and identify resources available in the community, as well as to envisage future prospects for the child 6 . Before the challenges related to the theme of communication in families of children with cerebral palsy and the gaps existing in the literature that deal with this topic, it was asked how important the communication in this experience is, because it is through it that the family core can relate to the child. In light of the foregoing, this study aimed at understanding the meaning of how communication between families and children with cerebral palsy is established. For this purpose, it is presented the importance of understanding how the communicational process is developed, as well as the difficulties encountered by the family before the situation, whether in relation to the child or to the health care services.
METHOD
This study was conducted through qualitative method. In qualitative researches, the selected method for performing the data analysis must enable the comprehension of the meanings assigned to experiences of research subjects and the overview of the results. It encompasses a set of techniques that gives visibility to experiences, thus turning them into representations. In nursing, qualitative methods allow unravel the emerging problems of the everyday of the practice 7 . The symbolic interactionism was used as a theoretical-methodological benchmark and the thematic content analysis proposed by Bardin was applied as an analytical method. The symbolic interactionism is a benchmark that is based on human relationships, so that it evaluates the meaning that individuals assign to their experiences. It understands the behavior as a set of interpretive processes and factors in which the human beings conduct their actions through the meaning assigned in the social interaction. This interactionist perspective allows us to understand the human being in its relationships with society, with itself and with each other. Furthermore, the symbolic interaction and communication established by the individual allows the uptake of meanings, feelings, emotions, behaviors and expectations in the face of the experienced situation. Thus, through the symbolic interactionism, the human being is understood as an individual who experiences continuous interactions, by being active and with freedom of choice 8 . The thematic content analysis of Bardin is a set of techniques used to analyze the communicational process, and this technique is developed in three stages: pre-analysis (fluctuating reading and hypotheses formulation); material exploration (coding and classification in categories) and treatment of obtained results and interpretation (reflection process) 9 . The research participants were families of children with cerebral palsy who resided, at the time of data collection, in regions with vulnerability 5, in a municipality in the countryside of the state of São Paulo. After delimiting the neighborhoods of the urban area with vulnerability index 5, it was found a list with addresses of 20 families for contact. The study subjects were 12 participants from six families of children with cerebral palsy (Table 1) , with the following inclusion criteria: having a child with cerebral palsy and being resident in the area with São Paulo's Social Vulnerability Index (known as IPVS) with level 5.
The IPVS is an instrument that maps the areas according to their degree of vulnerability, which are composed of a combination of demographic and socioeconomic factors. It is used to know the demands of the population of the enrolled area, in order to develop public policies to fight against the social vulnerability. The level five is the maximum index of social Interaction with children with CP Baltor MRR, Borges AA, Dupas G 10 . Semi-structured interviews were performed in the families' homes. This way of conducting the interview allows direct collection of information, adjustments in the trajectory of the interview and clarification of dubious questions
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. Through guiding questions, families were invited to share their experiences. The interviews were conducted in the families' residences, with a previous agreed time and in the presence of all family members who were within the residence at the time of the interviews. The speeches were completely recorded and transcribed, and its closure was held by theoretical saturation, which is a tool used by researchers to establish or close the size of their samples when obtained data begin to present some redundancy 7 . The collection took place in the first half of 2011. In order to elucidate the results, the participants' speeches were presented by means of the following standardization: for each cutout of speech, the sender, its relationship with the child, the number of the interview and the page in which the stretch was situated were identified.
All precepts of the Resolution nº 196/96, which regulates the development of researches involving human beings, were followed. 
RESULTS AND DISCUSSION
This paper is part of a larger study 12 , in which the process of collecting and analyzing data has allowed to identify four major themes representative of the family's experience in the conviviality with the child affected by cerebral palsy. Here, it should be highlighted the theme related to "family interaction", which allows the identification of the existing communication in this scheme of relationships.
The communication matters experienced by the family unit are related to the child itself, to other people, to health care professionals and communicational process with other families. Thus, four strands of communication were considered in this context: the family in its relationship with the child creates a bond of love and comprehension that enables communication between them; as for the other people to whom it interacts, suffers from a lack of understanding and sensitivity, and the interaction is permeated by prejudice; the health care professional that, during communication with family, showing shows difficulty in relationships and almost never considers the child with a skill to establish communication; and the interaction with other families experiencing the same disease, with which an effective communicational process is established, realized as very important for the experience of them all. These spheres are presented by their respective themes: "Understanding through the gaze"; "Not believing in communication capability"; "Ineffective communication with the health care professional" and "Sharing information".
Understanding through the gaze
The affective bond that the family establishes with the child is so strong that communicational strategies are developed in order to meet the child's manifestations. The conviviality enables the Interaction with children with CP Baltor MRR, Borges AA, Dupas G family to know and understand its reactions and expressions, in addition to comprehending the way of gazing and realizing what the child is feeling. This means that communication goes beyond the meaning of words. In this sense, the family understands the meaning of feelings and desires through gestural expressions. Affection, love and conviviality strengthen the bonds and allow parents to recognize the children's manifestations. They develop their own ways of communicating, which makes interaction a rewarding action. The child cannot express itself in verbal forms, but, in addition to demonstrate its desires, also demonstrates its understanding of what is being communicated. This interaction is perceived as satisfactory by those involved.
Through The effectiveness of the established communication is developed by means of a set of factors that are not restricted to speech 1 . The conviviality and the interaction established enable awareness in understanding the other being. This work has made clear that conviviality and willingness allow the family to understand the child's nuances, thus establishing communication through attitudes that go beyond words. When realizing the need for communication, they learn to develop it 13 . Such observation is highlighted in a study that considers the gestural behaviors such as smile, direction of gaze, indications and vocalizations as fundamental roles of communication of these children 14 .
Not believing in communication capability
Every stigma is related to the inferiorization of a social member or in any condition, thus leading it into disrepute.
The social mark results in unfavorable judgments of people who experience this phenomenon, by differentiating them and hence inferiorizing them in relation to the group 15 . In the condition of cerebral palsy, the stigma occasionally makes it complicated to hold the relationship between family and society. Not understanding the context and the consequences of such a relationship generates am early concept that does not consider the ability to interact or even the comprehension of these children. The lack of sensitivity is undeniable and impacts the family unit. Even family members who have daily contact and are aware of the clinical picture of the child occasionally have difficulty in communicating and interacting with it. Such people do not seem to comprehend the importance of communication, thus devaluing the efforts of those who seek such a bond. Thus, family members who do not realize the meaning of this interaction are not truly involved with the child, by creating a barrier, limiting their relationship to the physical care, without interact and verbally stimulate the child.
"Sometimes the (child) says 'oooo'. He does not speak, but communicates like this. My husband does not say anything and then I say 'talk with the boy in order to make him realize that you understand him!' I talk to him (child)! But, my husband looks and says I'm crazier than he thought!" (Mother, I4, P.7).

"... We talk with him and some people do not understand, so they say 'why are you talking to a child who does not understand?' But, we understand, through the gaze, through him 'manifest'. Then, we can understand." (Father, I3, P.4).
Communication difficulties resulting from cerebral palsy can interfere in the socialization processes of the child, since the primary means of social interaction takes place through speech 2 . This study has shown that several family members establish effective interaction with the child and produce meaningful communication. Nevertheless, the family does not realize availability on the part of society and of health care professionals to interact with it, thus creating a relational experience permeated by misunderstanding and prejudice against the child with cerebral palsy. The stigma existing in this condition leads people with differentiated cognitive conditions to be considered vulnerable and unable to acquire autonomy. Accordingly, the communicational skill is underestimated in the face of the imposed difficulties 6 . Such fact is explained through the usual loneliness and isolation experienced by people with disabilities, factors derived from restricted social relationships or ineffective support networks, when communication, in this process, is an important way to reduce such a feeling 10 . The prejudice and social exclusion of people with disabilities is an old fact, but still present in society. These individuals are continually targets for biased attitudes and insensitive actions, with no respect to their rights as citizens. Usually, one focuses attention on the difficulties, limitations and appearances rather Interaction with children with CP Baltor MRR, Borges AA, Dupas G than on their skills and capabilities 15 . The skills are minimized before the concept of disablement and disability, thus reducing their chances of achievement in several spheres 16 . The family fights daily against prejudice and stigmatization, by mobilizing itself in seeking rights and accessibility.
Ineffective communication with the health care professional
The therapeutic demands of cerebral palsy lead the family to constantly be with health care professionals. Such approach has the potential to extrapolate the scope of physical care and can widely be therapeutic. Nonetheless, not always it establishes a partnership in care and the lack sensitivity in relation to the family is usually realized. Not even the communication is effective in the informational scope, which is an explicit fact in the family difficulty in finding professionals to clarify the diagnosis and clearly inform about what to in relation to the child. The family, without explicit information about the child's diagnosis, only realizes that something is wrong when it does not have a satisfactory development for age, and/or starts to attend specialized health care services. This gap in communication with the health care professional makes the family walking even harder in the search for resources that enhance the life quality of the child. 
"We stood out of mind! We only noticed the actual situation over the course of time: because he did not crawl around and did not keep on standing! Then we realized he was a different child and take him to the sessions of respiratory
"I think after about five months, when he was at home, he turned his little eyes and we thought that's funny, but we didn't know what it meant! Then I took him to the pediatrician's room and she said, 'Mom, this is not funny! This is a seizure!' That happened, when he already was one and a half years old, roughly!" (Mother, I4, P.3).
Because of the fact that such care experience is most often solitary and focused on a person (mother figure is invariably the center of attention), the stress level of parents of children with cerebral palsy is higher than normal in the population. Thus, this experience can also be permeated by feelings of weakness, by constant concern and, sometimes, by guilt, besides the overload generated by the continuous need for care shares 1, 4, 6, 17 . Health care professionals have the skill to minimize the negative aspects of the chronic condition through the partnership of care. To that end, the health care service must be coordinated in order to provide comprehensive health care and to maximize the family power 16 . In this care, it is also important to recognize family's needs, by seeking to strengthen and enhance the coping mechanisms and providing resources and autonomy to the family unit 4, 6 . Although the partnership of care has proved to be more effective, the feelings that emerged from the interviewees' reports indicate that the family feels excluded from the process of decision-making about the act of caring. This finding is consistent with the literature, when it identifies gaps in the topic of communication 15 . This picture can be observed due to the biomedical culture that "verticalizes" the process of information and hinders the establishment of an effective communication, sometimes because of the differences between the professional language and the patients' language, and also by the stigma that mediates the meeting.
Specifically in the nursing field, the study highlights that the family does not recognize the role of the nursing professional as a resource of informational support 16 , which was also observed in this survey. A sensitive gaze of professionals in relation to this experience, besides making the conventional signs of communication flexible is essential to establish an effective channel of interaction 2 . Through communication with the family, the health care professionals value the importance of child care, because they will transmit necessary information about the disease, thus including the family in the process of therapeutic decision, so that it involves itself in the rehabilitation of the individual and feels sureness in conducting care shares 18 .
Sharing information
The therapeutic necessity required by children with cerebral palsy lead their families to attend health care services that have customers with the same pathology and experience the same situation. Such fact makes individuals to get closer to each other and exchange experiences on children's behavior, in addition to their clinical and therapeutic conditions.
In light of the foregoing, communication is produced by means of conviviality and relationship with other families. This process is often initiated in order to answer questions, when families facing the situation for a longer time decide to share trajectories that enhance the action of the "beginner" family and provides greater welfare to the child. This conviviality with other family experiences provides learning about the care of children with cerebral palsy, besides allowing an exchange that soothes and comforts. The search for information about cerebral palsy is a struggle experienced by families in the attempt to learn the best way to act with the child and provide suitable care to it. Therefore, this pathways travelled by the families produce communication with other mothers, through the need to exchange experiences about the disease at stake, with people that offer support, attention and listening 17, 18 . As pointed out in the literature, the families of children with cerebral palsy suffer from a lack of information about the disease, as well as through the exclusion by health care professionals. These families find support by means of mutual living by forming a network where they exchange experiences about the strengths and difficulties faced in their daily lives, thus establishing an effective communicational process 16, 17 . This conviviality among families experiencing the same situation conveys knowledge to the family core, by enabling its members to perform actions that they consider unable to perform, in addition to minimizing obstacles faced in their daily lives together with the affected children 17 .
"It was there that I learned (conviviality with other mothers
CONCLUSION
The clinical picture, usually exposed through cerebral palsy, involves a set of consequences that makes it difficult to hold communication with the child in the traditional manner. Nonetheless, this does not mean that it has no skills for developing communication. In this study, it was found that families and their children can develop strategies, from interaction, that go beyond the meaning of words, thus building an effective communication.
The health care professionals can contribute through interventions, thus becoming instruments for enhancing communication and developing strategies to promote family autonomy and communication with children. Nevertheless, in this study, the aforementioned skill was not considered; moreover, informational support was not realized as effective. It becomes clear that the information achieved by the family unit come through interaction with individuals who experience a similar situation, with which they establish an effective communication, which addresses the difficulties of care of children with cerebral palsy and strategies for overcoming troubles.
The data indicate the need to reflect on the aspects of the communicational process and rethink the care shares in a comprehensive manner. Careful listening and informational support, mentioned as essential factors to the therapeutic process need to be rescued.
The limitations identified in this study are related to lack of comprehensiveness of the family's perception on longitudinal changes in the child development and alterations in the form of communication. Nor does it deeply investigate communication strategies developed by the family in relation to the affected child. Furthermore, the lack of publications on this specific theme hampers comparison of the results of this study with the conclusions of the general literature.
Based on these outcomes, this paper identifies the conduction of detailed studies about communication as something mandatory, by considering the need to sensitize health care professionals to become a source of support for families experiencing cerebral palsy, as well as other situations of chronic condition.
